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From: R o b e r t  E .  J o h n s o n ,  MSW, LCSW, Cook C o u n t y  Hosp i ta l s  
E l i z a b e t h  Fur.5, DSGI, LCSW, Children5 Memorial H o s p i t a l  

Re; Proposed Rule changes: Revised medical  C r i t e r i a  f o r  
Evaluating Hematological Disorders 

Date: J a n ,  2 0 ,  2 0 0 2  

A S  e x p e r i e n c e 6  medical s o c i a l  workers i n  Chicaqc, we have several  
strong o b j e c t i o n s  to the proposed ru les  changing t h e  way in 
w h i c h  p a t l e n t 5  wlth bleeding d i s o r d e r s  are considered f o r  
disability. 

In sunmary ,  t he r e  i s  no b e n e f i t  t o  I m p l e m e n t i n y  the proposed 
changes, excep t  t h a t  of saving t h e  federal government money 
by making d i s a b i l i t y  payments more difficult to obtain. Several 
of t h e  new provisions are irrational a n d  would f r u s t r a t e  t h e  
purpose of S S I  and  S S D I  insurance. 

Proposed L i s t i n g  7.03R-Hemophilia contalns l a n g u a g e  t h a t  would 
f o r c e  p a r e n t s  a n d  p a t 1 e r . c ~  with h e r r , o p h i l i a  t o  imp lemen t  
p r o p h y l a c t i c  treatment i n  order to show t h a t  "blcedinq occurs 
d e s p i t e  prophylactic trearement." It is inappropriate for the 
S o c i a l  Security A d m i n i s t r a t i o n  to be dictating t r e a t m e n t  
decisions t o  patients and f a r n i l i e s .  There a re  many s i t u a t i o n s  
in which prophylactic treatment is impossible, such a s  l ack  
o f  i n s u r a n c e  coveraqe, lack of venous  access ,  presence of 
inhlbirors o r  t h e  i n a b i l i t y  of t h e  f a m i l y  ( o f t e n  a s i n g l e  parent) 
to nanage 3 complicated medical prcceaure a t  home. For families 
t h a t  do manaqe consistent p r o p h y l a c t i c  treatment and  are 
successful i n  eliminating virtually a l l  b l e e d i n g ,  the loss o f  
S S I  or SSDX payments is  well worth t h e  g a i n  in being able to 
go aboi l t  day t o  day life without the frequent but unpredictable 
dlsruptions of a n  uncontrolled bleediny disorder. 
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Proposed L i s t i n g  703C-Other Hypocoaqulable S t a t e s ,  suggests ,  
illogically, t h a t  p a t i e n t s  should have t o  prove disability 
through hospitalizations. Such a provision puts a premium on 
having patients not l e a r n  home care, which is e x a c t l y  the 
opposite of the implicit incentives in 7.03B. In general, 
prophylaxis is j u s t  as posslble w l t h  Von Willebrand's Disease 
and some o t h e r  hypacoagulable s t a t e s  for same patients and just 
as impossible f o r  other patients, 

The g e n e r a l  provision t h a t  t he re  by a t  l e a s t  one month between 
"events" ( i . e , ,  bleeding episodes) makes no medical sense.  
A severe b l e e d  t h a t  requires many i n f u s i o n s  over t h e  course 
of a week and several Emergency Room v l s i t s  and so forth is 
much m3re disruptive t h a n  severa l  m i n o r  b l e e d s  of a month or 
more a p a r t  that m a y  only require one infusion each  for their 
resolKtion. 

In summary, there is n o t h i n g  in our p r o f e s s i o n a l  experience 
t h a t  justlfles making any changes i n  the disability ru les .  
We have noticed that families receilzing disability always  have 
merrber(s1 with severe disorders, who cannot use prophylactic 
treatment f o r  the reasons l l s t e d  above or f o r  vhom prophylactic 
treatment is unavailable or ineffecrive. We have never 
e n c o u n t e r e d  patients and fanilies who refuse t h e  highest s t a n d a r d  
of medical c a r e  simply because it mighr. make gaining or keeping 
disablity more d i f f l c u l t .  As Social Workers ,  v e  never encourage 
anyone t o  become disabled or e v e n  to t h i n k  of themselves as 
having a n y  greacer degree o f  disability than i s  actually t h e  
case. We a s k  only f o r  a system t h a t  identifies fairly those 
people  who actcally are d i s a b l e d .  The proposed changes move 
us f u r t h e r  from t h a t  goal. 
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